University of South Florida

Digital Commons @ University of South Florida
USF Tampa Graduate Theses and Dissertations

USF Graduate Theses and Dissertations

March 2021

Evaluation of a Spanish-language Educational Tool for Inherited
Cancer
Stefania Alastre
University of South Florida

Follow this and additional works at: https://digitalcommons.usf.edu/etd
Part of the Genetics Commons

Scholar Commons Citation
Alastre, Stefania, "Evaluation of a Spanish-language Educational Tool for Inherited Cancer" (2021). USF
Tampa Graduate Theses and Dissertations.
https://digitalcommons.usf.edu/etd/9570

This Thesis is brought to you for free and open access by the USF Graduate Theses and Dissertations at Digital
Commons @ University of South Florida. It has been accepted for inclusion in USF Tampa Graduate Theses and
Dissertations by an authorized administrator of Digital Commons @ University of South Florida. For more
information, please contact scholarcommons@usf.edu.

Evaluation of a Spanish-language Educational Tool for Inherited Cancer

by

Stefania Alastre

A thesis submitted in partial fulfillment
of the requirements for the degree of
Master of Science in Public Health
with a concentration in Genetic Counseling
College of Public Health
University of South Florida
Major Professor: Deborah Cragun, Ph.D.
Tuya Pal, MD.
Dinorah Martinez Tyson, Ph.D.
Brenda Zuniga, MS., CGC.
Date of Approval:
March 16, 2021

Keywords: Genetic counseling, Hispanics, Service delivery models, Automize
Copyright © 2021, Stefania Alastre

Dedication
This work is dedicated to all Spanish-speaking immigrants residing in the United States. May
there be more efforts to increase access to genetic services for our community.

Acknowledgments
I would like to thank the Florida Association of Genetic Counselors for their financial
contribution to this project.

Table of Contents
List of Tables ................................................................................................................................... ii
Abstract ..........................................................................................................................................iii
Evaluation of a Spanish-language Educational Tool for Inherited Cancer ..................................... 1
Methods
................................................................................................................................. 3
Study Overview ................................................................................................................... 3
Educational Tool ................................................................................................................. 3
Measures .............................................................................................................................. 4
Recruitment and Data Collection ........................................................................................ 5
Data Analysis....................................................................................................................... 7
Results

................................................................................................................................. 8
Participants .......................................................................................................................... 8
Survey Results ..................................................................................................................... 8
Interview Results ................................................................................................................. 9
Initial Impression and Overall Visual Appeal and Layout ...................................... 9
Impact on Knowledge, understanding, empowered decision making ................... 10
Suggestions for Improvement................................................................................ 13
Clear Communication Index.............................................................................................. 17

Discussion
............................................................................................................................... 18
Challenges and Limitations ............................................................................................... 23
Conclusion .................................................................................................................................... 25
References

............................................................................................................................... 26

Appendix A ................................................................................................................................... 27
Appendix B .................................................................................................................................... 32
Appendix C .................................................................................................................................... 36

i

List of Tables
Table 1:

Participant Clinical and Demographic Information .................................................... 15

Table 2:

Areas of Improvement Elicited by Participants .......................................................... 16

Table 3:

Changes to Consider for the Tool ............................................................................... 22

ii

Abstract
A web-based educational tool designed to cover pre-test genetic counseling elements for multigene hereditary cancer panel testing increased knowledge and decisional empowerment among
an English-speaking cohort actively seeking information about genetic testing. The purpose of
this study was to pilot a Spanish-language version of this tool using a pre- post- survey design to
assess for changes in knowledge and informed decision making about genetic testing and obtain
additional feedback using semi-structured interviews. Spanish-speaking individuals were
recruited online. Although several participants expressed that the tool was informative,
interesting, and that they liked it, time stamps for the post-survey suggested that most did not
make it through the entire 12-minute video, and several participants indicated on open-ended
responses that it should be shortened. Data from a subset of four who spent time reviewing the
tool suggest it has the potential to improve knowledge and quality decision making if viewed
completely. However, it should be tested among the intended audience, Spanish speakers who
are actively seeking genetic testing information and the tool may benefit from being shortened
further by moving some information to the existing “learn more” sections. Feedback provided
during the semi-structured interviews will also be used to present the main messages more
clearly and to make the tool more health literate.
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Evaluation of a Spanish-language Educational Tool for Inherited Cancer
Increasing demand for cancer genetic counseling services has led some genetic
counselors to explore alternative service delivery models to the traditional face-to-face pre-test
and post-test model (Trepanier & Allain, 2014; Wham et al., 2010). Results from a study that
measured the impact of a web-based educational tool designed to cover pre-test genetic
counseling elements for multi-gene panel testing among an English-speaking cohort indicate that
the automation of pre-test genetic counseling for inherited cancers may be possible and effective
(Cragun et al., 2020). Open-ended survey responses and additional feedback from patient
interviews was subsequently used to refine the tool and improve instructions, navigation,
graphics, visual appeal of the educational tool and to add optional content and interactive
questions throughout. Additional research is needed to translate, adapt, and evaluate the efficacy
of this enhanced version of the web-based educational tool among Spanish-speaking Hispanic
individuals.
Genetic counselors often need to utilize medical interpreting services either in person, or
by telephone to communicate with Spanish speaking patients (Augusto, Kasting, Couch, Lindor,
& Vadaparampil, 2019). Unfortunately, medical interpreters can lack accuracy, and the
comprehension between patient and provider is variable whenever their services are used to
provide genetic counseling (Augusto et al., 2019; Hurtado-de-Mendoza et al., 2018; Kamara,
Weil, Youngblom, Guerra, & Joseph, 2018)). Testing of a Spanish-language web-based
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educational tool prototype intended to cover pre-test genetic counseling elements for multi-gene
panel testing has the potential to improve the quality of genetic counseling services by increasing
knowledge necessary for informed decision making regarding genetic testing.
The aim of this study was to evaluate whether our Spanish-language educational webbased tool would increase knowledge about the benefits, limitations and possible outcomes of
hereditary cancer testing among this demographic, as well as increase the proportion who feel
informed and empowered to make a decision regarding genetic testing for hereditary cancer.
If effective, this Spanish-language educational tool will have the potential to be widely
distributed and could significantly impact health disparities by increasing access to quality
genetic services in Spanish-speaking Hispanic minority communities in the United States.
Ultimately, increasing interest in and appropriate uptake of genetic testing for hereditary cancer
can lead to their increased cancer screening and management and reduce morbidity and mortality
of hereditary cancers within this demographic.
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Methods
Study Overview
This mixed-methods study incorporated a pre- post- survey design to evaluate the impact
of the online Spanish educational video on knowledge and attitudes about genetic testing. Both
the post-survey and follow-up interviews identified ways to improve the tool using open-ended
survey responses as well as semi-structured interviews. This study was reviewed and approved
by the University of South Florida institutional review board.
Educational Tool
The updated version of the English tool (without the interspersed questions) was
translated into Spanish by the first author, who is a certified Spanish medical interpreter. The
translation was checked for accuracy by another member of the research team who is fluent in
Spanish, after which the first author created the audio recording for the Spanish version. The tool
includes information covered during a pre-test genetic counseling session for inherited cancer
predisposition, such as a brief explanation about the difference between sporadic, familial, and
hereditary cancer, the fact that there are many cancer genes associated with various different
types of cancer, the different levels of risk associated with different genes, the different types of
results one can obtain from a genetic test for inherited cancer including positive, negative, and
variant of uncertain significance (a gene change that is most often reclassified as benign once
more information about the results is found and therefore usually does not explain the history of
cancer) and the risks, benefits, and limitations of testing for hereditary cancer (Cragun et al.,
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2020). The tool is narrated and self-paced, allowing individuals to click through and replay
components or select on “learn more” buttons if they want additional information on various
topics. To listen to all of the main “required” components of the tool, it takes approximately 12
minutes.
Measures
The baseline survey contained basic demographic and clinical information questions, as
well as questions about hereditary cancer genetics knowledge, genetic testing attitudes, questions
assessing decisional empowerment, and a question that served as a proxy measure of health
literacy. The post-educational survey contained the same knowledge and attitudinal questions
about genetic testing as the pre-educational tool survey in addition to two free response questions
where participants could provide written feedback on the educational tool. Surveys were
modeled after the surveys that were used in the study that tested out the educational tool among
the English-speaking cohort and translated by the first author, who is fluent in Spanish, and has
training and experience as a medical interpreter. These were then reviewed and revised by
another author who is fluent in English and Spanish, and who worked with the initial Englishlanguage study to ensure that the meaning of the questions in the Spanish language remained as
similar as possible to the original surveys. Both the pre- and post-survey can be found in
Appendix A and B, respectively.
The 10 questions measuring genetic testing knowledge provide an overall knowledge
score ranging from 1 to 10 for each participant, with 1 point accumulated per every question they
got correct. The three attitudinal questions were designed using 5-point Likert scale questions
assessing whether participants considered that genetic testing would be useful, important, and
something they would want to do. Average attitude scores ranged from 1-5 with higher scores
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indicating more positive attitudes toward testing. The two Likert scale questions asking
participants’ intent to see a genetic counselor and have genetic testing in the next 3 months were
also scored from 1-5 with higher scores indicating more favorable intent toward receiving
genetic counseling and having genetic testing. To measure whether participants felt fully
informed and empowered to make a decision about genetic testing, we used the 4-item SURE
(Sure of myself, Understand information, Risk-benefit ratio, and Encouragement) index, with
those who marked ‘yes’ for all 4 items feeling fully informed and empowered to make a decision
about genetic testing.
A semi-structured interview guide was constructed based on the interview guide
used in the initial English-language study and contained 24 questions and additional
probes to elicit participants’ thoughts on the tool content, visuals and graphics, education
retained, as well as suggestions for improvement. Some of the questions included in the
guide were: “Can you describe for me your overall impression of the educational tool?”,
“Can you describe for me what you thought about the appearance and design of the
educational tool?” and “Can you describe for me any barriers you think there would be to
using the educational tool for others who wanted to have genetic testing?” The interview
guide can be found in Appendix C.
Recruitment and Data Collection
A total of 57 Spanish-speaking individuals who had participated in prior research studies
and had agreed to be contacted about future research were emailed an invitation to participate in
the study. Additionally, a recruitment flyer was publicly posted on Facebook, and made
shareable by the first author. Eligibility criteria listed in the recruitment materials included: (1)
currently living in the U.S., including Puerto Rico, (2) preferred language(s) for receiving health
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information is Spanish or both English and Spanish, (3) must be 18 years or older and, (4)
personal and/or family history of cancer.
Eligible participants were asked to click on a link that led to the informed consent form.
After acknowledging having read the consent form, participants were able to access the baseline
survey on Qualtrics. Participants were asked to provide their first and last name, and email
address on the pre-educational tool survey so that if they were among the first 30 participants to
complete the study, they could receive a $10 gift card for their participation. At the end of the
baseline survey, participants were given a link to view the online educational tool at their own
pace. The final slide of the educational tool provided a link with directions for them to proceed to
the follow-up survey. Individuals who completed the study and agreed to be contacted about a
follow-up interview were invited to be interviewed with the goal of enriching for certain
parameters, such as people whose knowledge about genetic testing for inherited cancer did not
increase after viewing the educational tool and those who reported any difficulty or suggested
edits. Participants who volunteered for and were selected for an interview were provided a $15
gift card.
All participants who volunteered for an interview, regardless of the amount of time they
spent watching the video, were invited to be interviewed. Four of 5 participants who spent 10 or
more minutes agreed to be contacted and were interviewed as well as one individual who spent 4
minutes. Interviews lasted approximately 60 minutes and were all conducted via Zoom or
Microsoft Teams using the interview guide. Participants were asked to provide verbal ongoing
consent before beginning the interview. No personal health information was requested during
the interview. These interviews were held in Spanish by the first author. Interviews were
recorded, transcribed, and translated by the first author.

6

Data Analysis
Participants who did not finish both the pre- and post-surveys or whose names on the preand post-survey did not match were excluded from the analysis. Time stamps on the remaining
pre- and post-surveys were evaluated to identify and exclude those who spent less than 10
minutes between completing the pre-survey and beginning the post-survey. Descriptive statistics
were calculated for the remaining participants. Knowledge scores were reviewed to determine
the number of participants whose knowledge increased after watching the educational video.
Responses to the SURE scale questions were reviewed to determine the number of participants
who felt fully informed/empowered (scored 4 out of 4 on the SURE scale). Average scores were
calculated for responses to the 3 Likert scale questions to determine the attitudinal views of
participants toward genetic testing before and after viewing the web-educational tool. Qualitative
data analysis of the interview transcripts and of the free response questions at the end of the posttool survey was done by the first author by summarizing feedback from each participant and
extracting illustrative quotes. The feedback was organized by categories regarding the initial
impression and overall visual appeal and layout, impact on knowledge, understanding and
empowered decision making, and suggestions for improvement. Given the desire to collate
additional data to help improve the tool, the first author reviewed the tool using the Centers for
Disease Control and Prevention (CDC) Clear Communication Index. The index assesses
materials in seven areas: Main Message and Call to Action, Language, Information Design, State
of the Science, Behavioral Recommendations, Numbers, and Risk. This index contains a total of
20 questions assessing these seven areas, each given a numerical score of zero or one. The
individual scores are converted to an overall scale of 100, with 90 or higher being a passing
score.
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Results
Participants
A total of 36 participants recruited from Facebook completed both the pre- and postsurveys while no individuals from the prior research studies even began the survey. Time stamps
between the end of the pre-survey and the start of the post-survey showed that only 5 participants
spent 10 minutes or more watching the educational video. The other 31 participants spent an
average of 3 minutes watching the educational video. Table 1 lists the demographics of the 5
individuals who spent 10 minutes or more minutes watching the educational video and one
individual who spent 4 minutes but completed an interview.
Survey results
Changes in several areas were noted among the 5 participants who reviewed all or most
of the tool. The number of individuals who felt fully informed and empowered to make a
decision about genetic testing (i.e.., scored 4 of 4 on the SURE scale) increased from 0 to 3. The
other 2 participants indicated uncertainty about testing, with one participants’ score remaining
exactly the same (score of 3), and the other participant decreasing from 2 to 0. Knowledge
scores increased for all of the 5 participants and attitudes toward genetic testing became more
positive for 3 participants and remained the same for 2. Intent to see a genetic counselor and
have genetic testing within the next 3 months increased for 4 out of the 5 participants. Lastly, 3
participants commented on the length in the free text responses.
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Interview results
The following provides a description and sample quotes to illustrate the wide range of
responses for each main topic assessed during the interviews. These include the initial
impression and overall visual appeal and layout, impact on knowledge, understanding and
empowered decision making, and suggestions for improvement.
Initial impression and overall visual appeal and layout
Four of the participants interviewed verbalized having a positive first impression of the
educational video, but two followed the positive initial comment with constructive criticism. For
example, when asked about their first impression these two indicated:
“I thought it was very educative, very professional. A little long, truly, and it wasn’t very
interactive.” (Participant 2)
Very informative and interesting. The concept of genetics and its applications for health
care are relatively new for me, and I thought some of the information was confusing,
particularly navigating the tool itself. On some slides it offers the option for play as well
as an arrow and I didn’t know which one to take. (Participant 3)
Most participants had positive feedback on the color scheme, cartoons utilized, and
graphics. One participant indicated that he would have preferred the color scheme to use stronger
colors rather than pastels, but that he had liked the cartoons as these showed diversities
(Participant X). None of the participants interviewed expressed dislike of the images used or lack
of reflection of their population. Most participants also mentioned that the pace of the video was
good, and that they had liked the voice of the narrator. One participant mentioned that he thought
the voice of the narrator was monotone. (Participant X)
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Impact on Knowledge, understanding, empowered decision making
When asked which parts (if any) of the video they found most difficult to understand, one
participant said, “On the video, no. The questions on the survey, yes” (Participant 2). Another
participant said:
The navigation was a little confusing due to the different options of arrows and action
buttons within the same page, and there’s a lot of important information that should not
be provided as optional, because many people will not want to see it. This information
should be part of the main presentation. (Participant 3)
When asked how comfortable participants felt regarding their knowledge of hereditary
cancer after watching the video, two participants expressed not feeling comfortable. One
participant said:
I don’t know if comfortable is the right question. I feel more educated, maybe I feel more
like my eyes are open to things that maybe I didn’t know were a problem. But I don’t feel
comfortable. I feel like now I could have a problem that I didn’t know I could have
before. It’s not a comfortable feeling. (Participant 2)
Another participant said, “If the question is “after watching the video, have you learned
something about hereditary cancer” then the answer is yes.” (Participant 3). To follow-up,
participants were asked if they felt like they could comfortably explain what hereditary cancer
was to another person, such as a family member and one participant responded with:
I don’t know if I could explain it comfortably. I feel like I could mention one or two
things, but it was too much information and too little time to process it and learn it and
explaining it to someone else would be irresponsible. I could explain that most cancers
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are not hereditary and the 50-50% probability and how everyone needs their own test, but
more than that… [shake head no]. (Participant 2)
When asked how the video had changed their perspective on hereditary cancer, one
participant said:
Again, it changed a lot. I started the video thinking that most cancers were hereditary.
That if your mom had breast cancer, one could inherit it. Same with prostate cancer and
such, that they were hereditary. After the video, I have learned that that’s not the case.
Just around 10-15% right? (Participant 2)
Another said:
It has changed my perspective regarding the importance of genetic tests for cancer. I
thought that the genetic tests were like plastic surgery and at the end of the video I was
like “no” this is not plastic surgery; this is preventative medicine of public health. I was
very wrong, due to my lack of information about this topic. (Participant 1)
A third participant said, “Very much, now I am conscious that there are genetic tests that
can help take preventative steps as well as to make better decisions on medical treatments of
certain types of hereditary cancer.” (Participant 4)
When asked how well-prepared participants felt to potentially receive a positive genetic
test result, participants had mixed feelings. Participant 2 felt that they would not know what their
options would be, and that they’d first have to see the result before deciding if the video helped
them or not. Participant 4 felt that they would be scared but not panic. Another participant said:
I think the video prepares you very well and it tells you that in the end, a positive or
negative result is not the end of the world, it just prepares you to make more appropriate
health decisions. That’s what the video tells me. Like okay, a positive or negative result is
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not the end, and everything will depend on how much you take care of yourself and the
medical plan that you put in place with your doctor to stay healthy and that if you do end
up being diagnosed you can have an opportune diagnosis and a better prognostic.
(Participant 1)
When asked how well-prepared participants felt to potentially receive a negative genetic
test result, only one stated that they would “feel better” (Participant 2). Another mentioned that
they would feel calm but would still pay attention to other risk factors (Participant 4).
Continuing, one participant felt that his results would still have to be interpreted based on his
family history. (Participant 1)
Participants had the most to say about the potential to receive a variant of uncertain
significance result on a genetic test for inherited cancer. Their responses indicated different
important take-away messages. For one, a VUS result would make them feel nervous, but not
panic. For another, a VUS would be disappointing as evidenced by his statement:
Again, it’s a lot of the same. It’s not a yes or no. It would feel like a waste of time and
money. It’s $250 for these tests, for a lot of people, me included, that is a significant
amount of money. To get a VUS, it’s a little disappointing. (Participant 2)
Another participant felt that they would feel hopeful that a VUS would not cause them to
have cancer “If I understood correctly, I believe that even the positive results don’t necessarily
cause cancer, so I would say that it [a VUS] would give me hope.” (Participant 3)
When asked if they thought the video would be useful for the general public, one
participant said no and gave the following reason:
...It’s not something I can introduce you to and immediately grab your attention. It’s a
type of information that you need to want to see, and once you do want to see it, then you
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do watch it. If it’s information that you are seeking, then this is ideal. If you had any
doubts, about any genetic problem, then this is a perfect starter thing for them. This is a
good way to start looking for information and learning if you don’t know where else to
start. But I don’t know if someone just looking at their Facebook feed would randomly
want to watch this video to the end. (Participant 2)
Another participant simply said “Yes, I think this is a wonderful tool” (Participant 4).
Lastly, when we asked participants what possible barriers, they thought people watching
the video could face in accessing genetic testing, one said:
The Spanish. I consider myself to speak Spanish very well, but I still felt dumb, like I
didn’t understand certain things and words. I’ve been speaking Spanglish for a long time
now, so it depends on how well they can understand, and read Spanish. Also, the time,
the video is a little long, so I don’t know if everyone will have the 10-15 minutes to view
the video. (Participant 2)
Another participant said:
Understand what genetics is. The presentation assumes that we all understand what
genetics is and I think it’s important that there should be a point to explain what this
science is and show some of its current applications that would perhaps be more familiar
for the people watching. (Participant 3)
Suggestions for improvement
Responses to questions on the free-response survey questions and feedback from the
interviews indicated that some of the things we could do to improve the video would be to add
music, make the video more interactive, reduce text on slides, provide the option of subtitles
rather than narration, and “… a general summary at the end with simple terms so that people
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without genetic education can understand and remember the main message of the presentation,
that would very useful” (Participant 3). Table 2 summarizes some recommendations for
improvement.
When asked specifically how we could improve the video, one participant suggested “I
think perhaps a brief multiple-choice question after every section would help to see if the
message was understood” this same individual mentioned that they thought giving more time
between the concept and the graphic appearing on the screen would give people more time to
assimilate it by hearing it and reading it (Participant 3). Two participants felt that the graphic
showing multiple cancer risk genes and the variety of cancers associated with it was too much
and should be reduced to one or two main ones (Participants 1 and 2). One participant suggested
splitting the video into smaller shorter videos that were specific to certain topics. This individual
thought that it would be interesting to choose the videos with information that that they wanted
specifically and avoid other topics not of their interest. (Participant 2)
Reducing the length was included on several survey responses as well as the interviews.
For example, participants made comments like “I wouldn’t like the video to be longer than it
already is because it’s already as good as it can be” (Participant 1) and “I would like the
presentation to be shorter…” When asked if there was any information that they wished the
video did not include, participant 1 said “…rather than having so many examples when you go to
the cancer examples (the ones slide about the genes and the bubbles), give just one example…”
Other participants did not have any ideas for what could be removed.
Lastly, one participant thought that the information about GINA was not needed:
The thing about the laws, there was one thing about the laws about how every state has
their own laws, I don’t know why that was related to this. I think that was extra, I mean
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we are talking about genetics and genetic tests, and then all of a sudden we are talking
about laws. I think it was too much. The topic is too broad; we are talking about too many
things at once… (Participant 2)
Table 1
Participant Clinical and Demographic Information
Participant 1a

Participant 2b

Participant 3c

Participant 4d

Participant 5e

Participant Xf

Gender

Male

Male

Male

Female

Female

Male

Age group
Personal history of cancer

18-29
No

18-29
No

50-59
No

40-49
No

50-59
Yes

18-29
No

Family history of cancer

Yes

Yes

Yes

Yes

No

Yes

Prefers Spanish language
for medical information
Prefers Spanish and
English equally for
medical information
Had previous genetic
testing
Geographic origin

No

Yes

Yes

Yes

Yes

No

Yes

No

No

No

No

Yes

No

No

No

No

No

No

Central
America

South America

South America

Some college

North America
(Born in the
U.S. or
Canada)
Bachelor’s

South America

Post-graduate

North
American
(born in
Mexico)
Bachelor’s

Yes

No

Education level

High health literacy
Yes
Yes
No
a-d Participants who spent 10 or more minutes and were interviewed
e

High school or
equivalent
Yes

Some college

participant who spent 10 or more minutes and declined to be interviewed

f Participant

who spent 4 minutes, agreed to be interviewed and acknowledged that he fast-forwarded from the beginning of the video

to the end and did not watch a single slide in its entirety.
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Table 2
Areas of Improvement Elicited by Participants
Question
Can you explain
for me what
additional
information you
wished the
educational tool
would have
covered?
Probe: what
questions about
genetic testing
do you still
have?
Can you describe
for me any other
ways you would
want information
about inherited
cancer explained
to you?

Participant 1
“I wouldn’t like the video to
be longer than it already is
because it’s already as good
as it can be. I wouldn’t tell
you to add more because
what’s included is the most
important thing. I’m sure
someone who had additional
questions or wanted more,
would get it from another
source. But I think if you
add more content it will
cause the quality of the
video to be lost because
people will get distracted.”

Participant 2
“Additional
information? No. I
would have liked to
have subtitles
because it’s easier
for me to read than
to listen. Just the
option of having
them.”

Participant 3
“I think a general
summary at the end
with simple terms so
that people without
genetic education can
understand and
remember the main
message of the
presentation, that
would very useful.”

Participant 4
Answer to probe: “I would like to
know if they always have to be
ordered by a general physician or if an
individual can order them for
themselves and get counseling from a
genetic counselor. I would also like to
learn more about costs.”

“I think you are on the right
track with an interactive
video.”

“Flyers are always
basic. But again, it
would have to be
way less
information. Video
format works, but
it’s long. It could be
a series of videos,
rather than one long
one. A series of
videos that are more
focused on certain
topics, like I didn’t
care about the laws,
but I would have
liked to learn more
about the tests, the
thing about the risks
I would have liked
to learn more, like
how those cancers
would be. You
could also make a
twitter account and
make daily tweet”.

“I believe that
educational videos are
one of the best ways
since they manage to
enable auditory and
visual attention, both
in the form of reading
and in video format.”

Answer to probe: “Both options are
good.”

“…I feel this [the tool], if
my aunts and grandparents
were here [in the U.S.], who
are on their phone- if they
get this on Instagram or
Facebook, they are going to
see it. And you don’t know
the impact this can have, but
it can change the life of
someone, and it can save
their life. So I think a social
media campaign would be
very effective…”
(Participant 1).

“I mentioned the
subtitles, and how
long the video was.
But I liked the rest.”

“I think perhaps a
brief multiple-choice
question after every
section would help to
see if the message
was understood.”

“I don’t know. I wouldn’t change
anything.”

Probe: would
you rather have
the information
given to you in
person or
through printed
materials?

How can we
improve the
video?
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Clear Communication Index
Review of our education tool using the clear communication index provided by the CDC
showed a 37.5% score out a of possible 100%, with a 90% requirement for a passing score. The
low score is primarily related to the finding that the tool contains many messages and lacks a
clear main message.
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Discussion
Our results suggest that individuals who spend time watching the educational video
increase knowledge about genetics and hereditary cancer and may help some feel more informed
and empowered to make a decision about genetic testing. Therefore, our educational tool has the
potential to be used by Spanish-speaking individuals prior to visiting a hereditary cancer clinical
setting for pre-test genetic counseling.
Although not all of the information recalled by our participants was completely accurate,
they were much closer in their understanding of certain topics. For example, one participant
recalled that hereditary cancers could happen in 10-15% of cases rather than the actual 5-10%,
but recognized it was a much smaller number than he originally thought (Participant 2).
Additionally, the variety of responses still seemed appropriate even though responses to the same
questions varied substantially across individuals. Our educational tool therefore has the potential
to introduce Spanish-speaking viewers to important topics and may expedite the time spent with
a genetic counselor during the pre-test appointment. At such appointment, a genetic counselor
could rectify any misunderstandings and provide supplemental information as needed and it may
help facilitate understanding among Spanish speaking patients as it would help familiarize them
with concepts in their own native language without the use of an interpreter. This is relevant for
hereditary cancer genetic counselors wanting to implement a new service delivery model to use
with a Spanish-speaking patient population.
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The study that tested the original tool in an English-speaking cohort found that the
educational tool improved knowledge for most of their participants, regardless of health literacy
status. It also increased number who felt informed and empowered to make a decision from 29%
to 74% (Cragun et al., 2020). Our study was similar to this in that all of the participants who
spent 10 or more minutes watching the video increased in knowledge. Unlike with the original
English tool where participant attitudes largely remained unchanged, some of our participants
increased in positive attitude and intent to see a genetic counselor and have genetic testing within
the next 3 months increased for most of our participants.
After the original tool was tested in an English-speaking cohort, it was modified through
the addition of a multiple-choice question after several sections as “learning checkpoints”
(among other things) to keep the viewers engaged and to test their knowledge (Tezak, Zuniga,
Weidner, Cragun, & Pal, 2021). This is relevant to our study as one of our Spanish-speaking
participants commented that this might be a good way to improve our tool, and therefore, we will
consider this recommendation for the improvement of our tool going forward.
However, before broad implementation, the educational tool should be re-tested among
the intended population which are Spanish-speaking Hispanic individuals actively seeking
genetic counseling for hereditary cancer in order to gather more evidence of the efficacy of our
tool among this population. It may also be worth revamping before testing given that the current
design and length of the video showed that it does not have the ability to engage a group of
people not actively seeking this information and given that the clear communication index was
low.
Review of our educational tool using the clear communication index showed several
areas needing improvement, and a few areas of strength. Our tool did not have one single or clear
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main message but rather many messages. The communication index indicates that a main
message should be provided at the beginning of the video, and then repeated at the end.
However, one main message will not be able to successfully capture the purpose of our
educational video; therefore, condensing down to three main messages may be more reasonable.
Three main messages for the video could be: 1) few cancers are caused by an inherited gene
mutation that can be passed on in families, 2) when people have a positive genetic test result it
means they inherited a gene mutation that puts them at higher risk for cancer; knowing this is
helpful because they often get more medical care to lower the chance of getting cancer or find
cancer earlier when it is easier to treat, 3) in addition to a positive result there are two other
possible genetic test results; medical care for people who get either an uncertain test result or a
negative result is based on their personal and family history of cancer. The proposed main
messages may be most relevant for institutions that receive referrals that do not meet national
guidelines such as those of the National Comprehensive Cancer Network (NCCN). However,
institutions such as National Cancer Institute (NCI) designated hospitals may have stricter
criteria for patient referrals, and therefore the main messages could be even more tailored than
the ones suggested above. Therein lies the challenge of making an educational video that will
benefit the needs of multiple hospital systems. The communication index also recommends that
the main message should be supported with visual cues such as special fonts, color, shapes and
lines, as well as with visual aids such as photographs and/or drawings. Therefore, main message
2 and 3 listed above should be supported with both visual cues and photographs and/or drawings,
since main message 1 is already supported with a pie chart.
We also did not have a clear call to action or clear message for what we wanted viewers
to do after watching the video, and the purpose of the video is not clearly stated at the beginning.
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To fix this, we could start with a heading that says: “Learn about Genetic Testing for Hereditary
Cancer” so that individuals know what the purpose of the video is, and we could end with a
clearer message about next steps they can take to get testing or to find out more. Some of the
words used within the tool are not words used by the primary audience, such as “genes”.
Although we had “learn more” buttons that directed people to learn more about what genes were
(and other topics), if a viewer did not purposely self-direct to that area, they might not know
what genes were. However, that was purposefully done so as to reduce the length of an already
long video. Therein lies the challenge in determining how much to make necessary content and
what to put in the learn more sections.
Areas of strength include how the tool used bulleted lists to break down information, as
well as organized information into chunks with headings. Another strength is that the tool did not
require the primary audience to conduct mathematical calculations or include too many numbers.
However, it did not always explain what the number shown meant. For example, our use of a pie
chart describing the different types of cancer (sporadic, familial, and hereditary) provided
percentages for each of these categories, but it did not explain what those percentages meant in
the narrative. Instead, the narrative highlighted that only a small proportion of cancers are
hereditary. Therefore, it may be useful to include in the narrative a sentence that says, “this
means that out of 100 people diagnosed with cancers, only 5 to 10 got cancer because of a
genetic component they were born with.”
Lastly, our tool showed strength in addressing both the risks and benefits of genetic
testing and explaining numeric probability with visual using a coin to demonstrate a 50%
probability of inheriting a mutation.
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Based on these findings, we recommend the following modifications be made to the tool
moving forward: reduce the length of the tool by selecting three main messages to be part of the
video’s backbone and move all other information to the “learn more” categories. For example,
one thing that can be moved to these learn more categories would be the information about
GINA. Particularly in the state of Florida, where protections against long-term and life insurance
discrimination have been expanded beyond GINA, this information might not be as essential to
include within the backbone.

Table 3.
Changes to Consider for the Tool
Based on participant

Add a multiple-choice question after each concept (learning checkpoints as in the

feedback

enhanced English version of the tool).
Reduce the length of the tool
Add music
Use stronger colors
Provide the option of subtitles rather than voiceover
Reduce text on slides

Based on

Have one to three main messages at the beginning and repeated at the end that are

communication checklist

reinforced by illustrations/visuals
Include a call to action
Describe words not used in everyday language by the intended audience rather than
simply defining them
Explain what the numbers shown mean
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One of the things we were wondering if it would come up was if the tool was not
culturally acceptable for the audience, given that it is challenging to adapt educational materials
for a heterogenous population of Hispanic individuals in the United States. A brief review of the
literature on this subject indicated that in order to culturally adapt educational materials, the
materials must be geared toward a lower health literacy level, include cultural values (including
gender roles), images that reflect the population, address barriers to participation and
engagement.
Based on participant feedback, it seems like our tool was able to reflect diversity.
However, our findings did suggest that the tool may not be appropriate for those with lower
health literacy, as two participants specifically commented on the word choice and language
used, and that they had not completely understood certain things. Despite the lack of health
literacy, these individuals were still able to increase their knowledge in many areas, even when
they did not have a high health literacy self-assessment, as were the participants in the English
study (Cragun et al., 2020). Future studies might benefit from asking participants additional
questions about their thoughts on barriers to participation and engagement in regard to the
educational material and what (if) any cultural values can be included in order culturally adapt
the tool even more. Additionally, future studies might benefit from further asking participants
what words were difficult to understand so that the language of the tool can be simplified.
Challenges and Limitations
We originally set out to recruit Spanish-speaking, Hispanic individuals with a personal or
family history of cancer. Ideally, we would have liked to interview people from this demographic
who were also actively seeking genetic counseling, so that the information provided in our video
would be relevant. We intended to recruit in person, in heavily trafficked areas by Hispanic and
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Latin community members in the Tampa Bay and Coral Gables area. We set out to do focus
groups that would be engaging and where rapport might be easier to build. Due to the
Coronavirus pandemic, we had to re-design our recruitment strategy to be virtual. We learned
that virtual recruitment did not allow for access to many participants actively seeking genetic
counseling and genetic testing for hereditary cancer. We were also unable to recruit many
participants for interviews. Due to our limited recruitment, we were unable to conduct statistical
analyses to determine whether changes in knowledge and decision-making constructs were
statistically significant.
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Conclusion
Data from survey responses and interviews suggested that the tool was too long to reach a
broad Hispanic audience of individuals who are not actively seeking genetic testing information
for hereditary cancer. Additionally, main “take home” messages appeared to differ for each
participant, though the few participants who did complete the educational tool did appear to
improve their knowledge and understanding. Results of the study and the clear communication
index will be considered in revising the tool.
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Appendix A: Pre-Slides Questionnaire
Please provide your first and last name, and your email. We will use this information to send you your
electronic $10 Amazon gift-card if you are within the first 30 people to complete the study. We will not utilize
this information for any other purpose, and your details will be removed from the rest of your answers.
First and Last Name: _______________________________
Email address: ______________________________________
Please answer the following questions to the best of your ability.
What language do you prefer to receive health information? (i.e. pamphlet and/or brochures) (Please check
one)
☐ Spanish
☐ English
☐ Both English and Spanish
☐ Other: ______________
Do you live in the U.S. including Puerto Rico?
☐ Yes
☐ No
Which of these categories best describes your medical status? (Please check one)

☐I have never been diagnosed with cancer before
☐I do not currently have cancer but I have been diagnosed with cancer before
☐I am currently being treated for cancer
Have you had a family member diagnosed with cancer? (Please check one)
☐ Yes
☐ No
☐ I don’t know
If you marked yes to the question above, please indicate who in your family has had cancer, and write the
type of cancer in the line provided (check all that apply)
☐ Mother _______________
M
☐ Maternal Grandmother______________
☐ Father ______________
☐ Maternal Grandfather _____________
_
☐ Brother____________
☐ Sister______________
☐ Paternal Grandmother_______________
P
☐ Paternal Grandfather ________________
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☐ Other: ___________________
☐ If you have more than one brother or sister who has or has had cancer, please list them all here:

What type of cancer(s) have you had or are you being treated for? (Check all that apply. If you have not
had cancer, please select none)
☐ none
☐breast cancer
☐ ovarian cancer
☐colorectal cancer ☐prostate cancer
☐ pancreatic cancer
☐Unsure
☐other cancer (please list)__________
Have you had inherited cancer genetic testing done before? (Please check one)
☐ Yes
☐ No
☐ I don’t know
Has anyone in your family had inherited cancer genetic testing done before? (Please check one)
☐ Yes
☐ No
☐ I don’t know
How old are you currently? (Please check one)

☐18-29
☐60-69

☐30-39
☐70-79

☐40-49
☐80-89

☐50-59
☐Age 90 or older

Which of these categories describe you? (Check all that apply)

☐ South American ☐ North American (Mexican)
☐ Spanish (From Spain)
☐ Central American ☐ Caribbean Islander
☐ I prefer not to answer
☐ North American (Born in the U.S. or Canada)
☐ Some other race, ethnicity or origin (please list here) ___________
What is the last grade or level of school you have completed? (Please check one)

☐Attended but did not complete high school
☐ Did not attend high school ☐High school or GED
☐Some college
☐Graduated college
☐Completed postgraduate degree ☐Other (please list)
_______________
What is your gender? (Please check one)
☐Male

☐Female

☐I prefer not to answer

28

☐Other (please list) _______________

The following questions are about genetic testing that can be done to find out if a person has a nonworking gene
that is associated with a higher risk to develop breast and colon cancer. Please answer “Agree” if you agree with
the statement or “Disagree” if you disagree. If you are not sure please choose “Don’t know”.

Most cancer is caused by a
nonworking cancer gene that can
be passed on to children
If a person has a nonworking
cancer gene that puts them at a
higher risk to develop breast or
colon cancer, there is usually
nothing they can do about it.
Finding a difference in a cancer
gene that we don’t yet know how
to interpret (whether good or bad)
will usually explain why someone
got cancer
Genetic test results in the United
States can be used to decide if
someone can get health
insurance in most cases
Testing can find nonworking
genes that are unexpected or that
do not explain the cancers in a
person's family
In most cases it is against United
States’ law to use a genetic test
result to deny life and disability
insurance coverage or raise the
cost of these policies
The sister or brother of a person
with an inherited nonworking
cancer gene usually has a 50%
chance of having the same
mutation
Some people with an inherited
nonworking cancer gene will
never get cancer
Genetic testing for inherited
cancer risk genes is not usually
helpful when a person already
has cancer

AGREE

DISAGREE

DON’T
KNOW

AGREE

DISAGREE

DON’T
KNOW

AGREE

DISAGREE

DON’T
KNOW

AGREE

DISAGREE

DON’T
KNOW

AGREE

DISAGREE

DON’T
KNOW

AGREE

DISAGREE

DON’T
KNOW

AGREE

DISAGREE

DON’T
KNOW

AGREE

DISAGREE

DON’T
KNOW

AGREE

DISAGREE

DON’T
KNOW
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If you are the first person in your
family to have genetic testing for
inherited cancer risk, there are
only two possible test results:
1) positive - a gene change is
found that may increase cancer
risk
2) negative - no gene changes
are found

AGREE

DISAGREE

DON’T
KNOW

Please answer the following question
How often do you have
problems learning about a
medical condition because of
difficulty understanding
written information.

None of the
time
☐

Some of the
time
A little of the time
☐
☐

Most of the
time
☐

All of the time
☐

Please answer the following questions about genetic testing for hereditary cancer.
I know the benefits and risks of the genetic testing options.
Yes ☐ No
Unsure ☐
☐
I am clear about which benefits and risks matter most to me.
Yes ☐ No
Unsure ☐
☐
I have enough support and advice to make a choice.
Yes ☐ No
Unsure ☐
☐
I feel sure about the best choice for me.
Yes ☐ No
Unsure ☐
☐

For each statement below, please check the box that best shows how you feel about genetic
testing for hereditary cancer.
I believe genetic testing will be useful for me

Having genetic testing is important to me

I want to have genetic testing

Strongly
Agree
☐
Strongly
Agree
☐
Strongly
Agree
☐
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Agree
☐

Unsure
☐

Agree
☐

Unsure
☐

Agree
☐

Unsure
☐

Disagree Strongly
Disagree
☐
☐
Disagree Strongly
Disagree
☐
☐
Disagree Strongly
Disagree
☐
☐

Genetic counseling is the process of advising individuals and families affected by or at risk
of genetic disorders to help them understand and adapt to the medical, psychological and
familial implications of genetic contributions to disease.
For each statement below, please check the box that best shows how you feel about your
intention to see a genetic counselor and/or have genetic testing in the next three months.
Not at all
likely

Not very likely

Somewhat
likely

In the next
three months,
how likely are
you to have
genetic
counseling?
In the next
three months,
how likely are
you have
genetic
testing?
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Very likely

Extremely
likely

Appendix B: Post-Slides Questionnaire
Please provide your first and last name, and your email address. We will use this information to
send you the electronic $10 Amazon gift-card if you are within the first 30 participants to complete
the study. We will not utilize this information for any other purpose, and your details will be
removed from the rest of your answers.
First and Last Name: _______________________________
Email address: ______________________________________
The following questions are about genetic testing that can be done to find out if a person
has a nonworking gene that is associated with a higher risk to develop breast and colon
cancer. Please answer “Agree” if you agree with the statement or “Disagree” if you
disagree. If you are not sure please choose “Don’t know”.
Most cancer is caused by a
nonworking cancer gene that can be
passed on to children
If a person has a nonworking cancer
gene that puts them at a higher risk
to develop breast or colon cancer,
there is usually nothing they can do
about it.
Finding a difference in a cancer gene
that we don’t yet know how to
interpret (whether good or bad) will
usually explain why someone got
cancer
Genetic test results in the United
States can be used to decide if
someone can get health insurance in
most cases
Testing can find nonworking genes
that are unexpected or that do not
explain the cancers in a person's
family
In most cases it is against United
States’ law to use a genetic test
result to deny life and disability
insurance coverage or raise the cost
of these policies

AGREE DISAGREE

DON’T
KNOW

AGREE DISAGREE

DON’T
KNOW

AGREE DISAGREE

DON’T
KNOW

AGREE DISAGREE

DON’T
KNOW

AGREE DISAGREE

DON’T
KNOW

AGREE DISAGREE

DON’T
KNOW
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The sister or brother of a person with
an inherited nonworking cancer gene
usually has a 50% chance of having
the same mutation
Some people with an inherited
nonworking cancer gene will never
get cancer
Genetic testing for inherited cancer
risk genes is not usually helpful
when a person already has cancer
If you are the first person in your
family to have genetic testing for
inherited cancer risk, there are only
two possible test results:
1) positive - a gene change is found
that may increase cancer risk
2) negative - no gene changes are
found

AGREE DISAGREE

DON’T
KNOW

AGREE DISAGREE

DON’T
KNOW

AGREE DISAGREE

DON’T
KNOW

AGREE DISAGREE

DON’T
KNOW

Please answer the following questions about genetic testing for hereditary cancer.
I know the benefits and risks of the genetic testing options.
I am clear about which benefits and risks matter most to me.
I have enough support and advice to make a choice.

Yes ☐
Yes ☐
Yes ☐

No ☐
No ☐
No ☐

Unsure ☐
Unsure ☐
Unsure ☐

I feel sure about the best choice for me.

Yes ☐

No ☐

Unsure ☐

For each statement below, please check the box that best shows how you feel about genetic
testing for hereditary cancer.
I believe genetic testing will be useful for me

Having genetic testing is important to me

I want to have genetic testing

Strongly
Agree
☐
Strongly
Agree
☐
Strongly
Agree
☐

Agree
☐

Unsure
☐

Disagree
☐

Agree
☐

Unsure
☐

Disagree
☐

Agree
☐

Unsure
☐

Disagree
☐

Strongly
Disagree
☐
Strongly
Disagree
☐
Strongly
Disagree
☐

Genetic counseling is the process of advising individuals and families affected by or at risk
of genetic disorders to help them understand and adapt to the medical, psychological and
familial implications of genetic contributions to disease.
For each statement below, please check the box that best shows how you feel about your
intention to see a genetic counselor and/or have genetic testing in the next three months.
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Not at all
likely

Not very likely

Somewhat
likely

Very likely

Extremely
likely

In the next
three months,
how likely are
you to have
genetic
counseling?
In the next
three months,
how likely are
you have
genetic
testing?

AIM/IAM QUESTIONS
Please rate each statement based on whether you completely disagree, disagree, neither disagree
nor agree, agree, or completely agree. We would like to know what you think overall about this
video.

IAM

AIM

Completely
Disagree

Disagree

Neither
Disagree
nor Agree

Agree

This video meets my approval
This video is appealing to me
I like this video
I welcome this video
This video seems fitting
This video seems suitable
This video seems applicable
This video seems like a good match

On a scale of 1 to 10 (10 being the highest) how would you rate your satisfaction with this
video?
☐1
☐2
☐3
☐4
☐5
☐6
☐7
☐8
☐9
☐10

Please tell us how we can improve the educational video you watched:
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Completely
Agree

______________________________________________________________________________
___________________________

Please tell us what you disliked and liked about the educational video you watched:

If you would like to participate in a short interview to provide feedback about this educational
tool, please write your email in the line below. All participants selected for an interview will
receive a $15 amazon giftcard.
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Appendix C: Interview Guide
Introductory Script:
[Greeting] Mrs./Ms./Mr. [First Name Last Name],
My name is Stefania Alastre and I’ll be your interviewer today for the Evaluation of a SpanishLanguage Educational Tool for Hereditary Cancer study.
Thank you for completing the survey portion of this study, and for taking the time to speak with
me today. Today you will be watching the educational tool you previously saw, along with some
options to view additional educational information. I will ask you questions before, during,
and/or after you view it. I am interested in finding out about your opinions of the tool; therefore,
there are no wrong answers to these questions. As you may recall from the consent form that you
read before you completed the first part of the study, we plan to record and transcribe this
interview. We will not include your name or any identifying information with this interview. You
may ask me to skip a question if you are uncomfortable, or you are free to ask me to stop
recording at any time during the interview. Do you still want to proceed with this interview?
Do you have any questions before we begin the interview?
[Address any questions or concerns]
I will now start the recording then we will begin.
Content Questions:
1. Can you describe for me your overall impression of the educational tool?
a. Probe: What did you think about the tool?
b. Probe: Did you find the tool informative?
2. Can you describe for me what information in the educational tool you found most useful?
a. Probe: What information did you learn from the tool?
b. Probe: What did you learn about genetic testing?
3. Can you describe for me what information in the educational tool you found least useful?
a. Probe: What information bored you?
b. Probe: Was there any information repetitive to what you’ve heard outside of viewing
this tool?
4. Can you describe for me any parts of the educational tool that were hard to understand or
unclear?
a. Probe: Was any information overwhelming?
b. Probe: Was there language used that you did not understand?
c. Probe: Were there specific slides that you did not understand?
d. Probe: Were there parts of the tool that did not make any sense to you?
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5. Can you explain for me what additional information you wished the educational tool would
have covered?
a. Probe: What questions about genetic testing do you still have?
b. Probe: What did the tool not cover that you wish it had?
6. Can you explain for me what information you wished the educational tool did not cover?
a. Probe: What information did you find to be irrelevant?
b. Probe: What information was unnecessary to know about?
Visual/Graphical Questions:
1. Can you describe for me what you thought about the appearance and design of the educational
tool?
a. Probe: Was the tool easy to view?
b. Probe: Did you like the graphics?
c. Probe: Could you read everything on the slides?
2. As you watched the educational tool, did you skip over any slides?
a. [If yes]:
i. Why did you skip over [list the slides]?
3. Did you repeat any slides?
a. [If yes]:
i. Why did you repeat [list the slides]?
4. Can you describe for me what you thought about the flow of the educational tool?
a. Probe: Did the information progress well?
b. Probe: Was the order of the information good?
c. Probe: Did the tool begin well?
d. Probe: Did the tool end well?
5. Can you describe for me what you thought about the voiceover for the educational tool?
a. Probe: Did you understand what was spoken to you?
b. Probe: Did you like the tone of the speaker?
Educational Questions:
1. Can you describe for me how confident you feel about now knowing what hereditary cancer
is?
a. Probe: Do you feel you could explain hereditary cancer to someone else confidently,
like a relative?
b. Probe: How did this educational tool changed your perception of inherited cancer?
2. Can you describe for me what you think about your risk of hereditary cancer is compared to
the general population?
a. Probe: Do you think you are at higher or lower risk for hereditary cancer compared to
others?
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3. Can you describe for me how well you feel this educational tool prepared you to learn about a
potential positive genetic test result?
a. Probe: How would you feel if you received a positive result?
b. Probe: Did the tool help you feel better prepared to learn about a VUS result?
4. Can you describe for me how well you feel this educational tool prepared you to learn about a
potential variant of uncertain significance genetic test result?
a. Probe: How would you feel if you received a VUS result?
b. Probe: Did the tool help you feel better prepared to learn about a VUS result?
5. Can you describe for me how well you feel this educational tool prepared you to learn about a
potential negative genetic test result?
a. Probe: How would you feel if you received a negative result?
b. Probe: Did the tool help you feel better prepared to learn about a negative result?
Slide-Specific Questions:
1. Based on the first few slides explaining what inherited cancer is (slides 2-5), can you describe
for me how else you would want information about inherited cancer explained to you?
a. Probe: What additional information do you wish was covered when initially explaining
what inherited cancer is?
2. When thinking about the slides on types of inherited cancer genes and their affect (slides 6-9),
can you describe for me how else you would want information about hereditary cancer genes
explained to you?
a. Probe: What else do you need to know about the types of hereditary cancer genes
people can have?
3. When thinking about the slides on types of genetic testing (slides 10-13), can you describe for
me how else you would want information about genetic testing options explained to you?
a. Probe: What else do you need to know about genetic testing in order to feel confident
in or comfortable with having this type of testing?
4. When thinking about the closing slides (slides 14-17), can you describe for me how else you
would want information about GINA, genetic testing cost, and genetic testing expectations
explained to you?
a. Probe: What else do you wish was explained to you about genetic testing laws, cost, or
expectations?
5. What did you think of the “learn more” slides?
a. Probe: Did you go look at these slides?
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Looking Forward Questions:
1.Can you describe for me any barriers you think there would be to using this educational tool
for others who wanted to have genetic testing?
a. Probe: Do you think this tool could be used for the general public wanting to get
genetic testing?
b. Probe: What issues do you think there would be with using this tool for everyone
wanting to get genetic testing?
2. Can you describe for me any other ways you would want information about inherited cancer
explained to you?
a. Probe: Are there better ways to provide information about inherited cancer to people,
rather than a tool like this?
b. Probe: Would you rather have information given to you in person or through printed
materials?
3. Can you describe for me any other ways you think this educational tool could be improved?
a. Probe: How else could it be organized?
b. Probe: How else would you like the navigation to be?
Closing Script:
Thank you for your time to speak with me today and for watching the educational tool! All the
information you have provided is extremely helpful to our research efforts and to helping
improve this education tool. Please feel free to contact me or the study team by phone or email if
you have any questions in the future. I wish you a great rest of your day!
Notes about interview (interviewer’s reflection/observation):
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